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Country 
guideline 
Scope and 
purpose 
Stake holder 
involvement 
Rigor of 
development 
Clarity and 
presentation Applicability 
Editorial 
independence 
England and 
Wales (NICE) 89 89 96 100 92 92 
Scotland (SIGN) 72 78 92 94 79 92 
Australia 72 83 56 89 79 75 
Europe (ESC) 81 52 84 83 68 86 
The Netherlands 78 89 67 78 75 67 
The US (AHA) 78 50 94 89 46 92 
New Zealand  89 72 75 100 63 50 
The US (HFSA)  78 39 90 94 42 92 
Canada  67 67 58 100 50 92 
Germany 67 61 79 89 58 67 
Brazil 44 58 57 83 67 100 
Northern Ireland  56 44 90 83 67 50 
Sweden  56 56 58 72 58 67 
Italy  61 61 40 61 33 58 
Denmark 50 44 40 61 33 58 
Japan  61 39 48 61 38 33 
Singapore  56 39 40 81 38 17 
Russia  44 33 31 50 42 25 
China  39 28 35 33 21 33 
% mean score of the two reviewers calculated according to the AGREE II scoring system. Maximum AGREE II score 100%. $%&'()$*+$$%,)$-)(&./0)$-&12/13$45$.,)$6)()7.)8$39/8)(/1)6$&774-8/13$.4$.,)$6/:$;<=>>$??$84@&/1A$$%,)@&./7$&1&(B6/6$45$)&7,$39/8)(/1)$&3&/16.$96/13$.,)$,4(/6./7$1))86$&66)66@)1.$):.-&7./41$5-&@)C4-2$/6$6,4C1$/1$%&'()$DA$E4$39/8)(/1)$8)@416.-&.)8$74@F().)$740)-&3)$45$&(($84@&/16A$=)69(.6$6F)7/5/7$.4$)&7,$84@&/1$/17(98)+$$$$
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Physical Emotional Personal Social Information Control Out of 
hours 
Late care 
England and 
Wales 
2010  
Symptom control 
Complementary 
therapy 
Compliance 
 
Depression 
Fears 
Relationshi
ps 
Understandi
ng 
expectation
s 
 
Inner journey 
Patient / carer 
agenda 
Quality of life 
Benefits 
Care for 
carers 
Practical 
support 
 
 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
Choice 
Treatment 
options 
 
Continuity 
 
Patient aware 
Comfort 
measures 
Terminal care 
Non urgent 
treatment 
stopped 
 
Scotland  
2007 
Symptom control 
Compliance 
PRN Medication 
 
Depression 
Understandi
ng 
expectation
s 
Patient / carer 
agenda 
Quality of life 
 
Practical 
support 
 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
 
 
Advanced 
directives 
Choice 
 
Continuity 
Communica
tion to OOH 
Medical 
support 
Patient aware 
Terminal care 
Rattle / agitation 
Non urgent 
treatment 
stopped 
 
Australia 
2011 
Symptom control 
Complementary 
therapy 
Compliance 
PRN Medication 
 
 
Depression 
Fears 
Relationshi
ps 
Understandi
ng 
expectation
s 
Patient / carer 
agenda 
Quality of life 
Care for 
carers 
 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
Advanced 
directives 
Choice 
Treatment 
options 
 
Continuity 
Medical 
support 
Patient aware 
Rattle / agitation 
Non urgent 
treatment 
stopped 
Drugs / 
equipment 
Europe 
2012 
Symptom control 
Compliance 
PRN Medication 
 
Depression 
Fears 
Relationshi
ps 
Understandi
ng 
expectation
s 
 
Inner journey 
Spiritual 
needs 
Quality of Life 
Practical 
support 
Care for 
carers 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
Advanced 
directives 
Choice 
Place of 
death 
Treatment 
options 
Continuity 
Medical 
support 
Patient aware 
Terminal care 
Comfort 
measures 
Non urgent 
treatment 
stopped 
Netherlands 
2010 
Symptom control 
Compliance 
PRN Medication 
 
Depression 
Fears 
Understandi
ng 
expectation
s 
 
 
 
Patient / carer 
agenda 
Quality of life 
Spiritual 
needs 
Care for 
carers 
Practical 
support 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
Advanced 
directives 
Choice 
Place of 
death 
Treatment 
options 
Continuity 
Medical 
support 
Patient aware 
Terminal care 
Drugs / 
equipment 
Non urgent 
treatment 
stopped 
US (AHA) 
2009  
Symptom control 
Compliance 
PRN medication 
Understandi
ng 
expectation
s 
 
Inner journey 
Patient / carer 
agenda 
Quality of life 
_ Within PHCT 
Between 
professionals 
To and from 
patient / care 
Advanced 
directives 
Treatment 
options 
 
Continuity 
Medical 
support 
Patient aware 
Terminal care 
Non urgent 
treatment 
stopped 
 
New Zealand 
2009 
Symptom control 
PRN Medication 
 
Depression 
Fears 
Understandi
ng 
expectation
s 
Inner journey 
Patient / carer 
agenda 
Quality of life 
Benefits 
Care for 
carers 
Practical 
support 
 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
 
Advanced 
directives 
Choice 
Place of 
death 
Treatment 
options 
 
 
Communica
tion to OOH 
Medical 
support 
Patient aware 
Terminal care 
Rattle / agitation 
Non urgent 
treatment 
stopped 
 
US (HSFA) 
2010 
Symptom control 
Compliance 
PRN medication 
Understandi
ng 
expectation
s 
Patient / carer 
agenda 
Quality of life 
Practical 
support 
 
Between 
professionals 
To and from 
patient / carer 
Advanced 
directives 
Choice 
Place of 
death 
Treatment 
options 
 
 
Continuity 
Communica
tion to OOH 
Medical 
support 
Patient aware 
Drugs / 
equipment 
Terminal care 
Non urgent 
treatment 
stopped 
 
Canada 
2006 
 
Symptom control 
Compliance 
PRN medication 
Depression 
Fears 
Relationshi
ps 
Understandi
ng 
expectation
s 
Inner journey 
Patient / carer 
agenda 
Quality of life 
Benefits 
Care for 
carers 
Practical 
support 
 
To and from 
patient / carer 
Advanced 
directives 
Choice 
Place of 
death 
Treatment 
options 
 
Continuity 
Communica
tion to OOH 
Medical 
support 
Terminal care 
Rattle / agitation 
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Germany 
2005 
Symptom control 
Compliance 
 
 
_ _ _ _ _ _ _ 
Brazil 
2009 
Symptom control 
Complementary 
therapy 
Compliance 
Depression 
Relationshi
ps 
 
 
Inner journey 
Quality of life 
_ _ _ _ _ 
Northern 
Ireland 
2005 
Symptom control 
Compliance 
 
Depression 
Understandi
ng 
expectation
s 
Patient / carer 
agenda 
Quality of life 
Spiritual 
needs 
 
 
Benefits 
Practical 
support 
Care for 
carers 
 
Within PHCT 
Between 
professionals 
To and from 
patient / carer 
 
_ Medical 
support 
Terminal care 
Non urgent 
treatment 
stopped 
 
Sweden 
2008 
Symptom control 
 
Understandi
ng 
expectation
s 
_ _ _ Between 
professional
s 
_ Terminal care 
Drugs / 
equipment 
Non urgent 
treatment 
stopped 
 
Italy 
2009 
Symptom control 
 
Understandi
ng 
expectation
s 
 
inner journey 
Patient / carer 
agenda 
Quality of life 
Practical 
support 
To and from 
patient / carer 
_ _ _ 
Denmark 
2007 
Symptom control 
 
_ _ _ _ _ _ _ 
Japan 
2005  
Symptom control 
 
Compliance 
 
Depression 
 
Quality of life Benefits 
Care for 
carers 
 
To and from 
patient 
_ _ Comfort 
measures 
 
Singapore 
2004 
Symptom control 
 
_ Patient / carer 
agenda 
 
Benefits 
 
_ _ _ Rattle / agitation 
Drugs / 
equipment 
Russia 
2010 
Symptom control 
 
Depression 
 
Quality of life - - - - - 
China 
2007 
Symptom control 
Compliance 
 
 
_ _ _ _ Choice 
 
_ Terminal care 
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Gordon 2: “I’m like a hamster stuck on a wheel. It’s just one thing after another. I don’t seem to be 
getting anywhere. I take my tablets at eight, get on the machine (telemonitoring) at nine thirty, take 
more tablets at twelve, four and eight. I’m at the hospital tomorrow and then again next week. I can’t 
go out or do anything. I don’t know where the day goes. I feel like I’m stuck on a wheel, running all 
the time but getting nowhere.” %
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Title of Research Project:  Understanding patients’ needs in heart failure 
 
Study Number:  
 
Participant Identification Code: 
 
Researcher(s): Dr Greg Irving, Prof Mari Lloyd-Williams, Prof Chris Dowrick 
 
Please initial box!
!
1. I confirm that I have read and have understood the information sheet dated 
August  (version 2) for the above study. I have had the opportunity to consider the 
information, ask questions and have had these answered satisfactorily.!
 
2. I understand that my participation is voluntary and that I am free to withdraw at 
any time, without giving any reason, without my medical care or legal rights being 
affected. 
 
3. I understand that relevant sections of any data collected during the study may be 
looked at by responsible individuals from Liverpool University, from regulatory 
authorities, or from the NHS Trust, where it is relevant to my taking part in this 
research. I give permission for these individuals to have access to this data.!
 
4. I agree for my interviews to be audio taped!
 
5. I agree for anonymised direct quotations to be used!
 
6. I agree that the anonymised written record of my contribution, including 
quotations, may be kept and used for future research!
 
7. I understand that, under the Data Protection Act, I can at any time ask for access 
to the information I provide and I can also request the destruction of that 
information if I wish. 
 
8. I agree to take part in the above study 
 
!
!
Participant Name                                                     Date                   Signature 
 
Name of person taking consent   Date  Signature 
 
Researcher  Date  Signature 
 
 
When completed: 1 copy to patient; 1 copy (original) for researcher file 
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